Background Involvement of mental health-care patients in the decision-making processes is considered to be an ethical requirement. Health-care systems worldwide are increasingly emphasizing the value of participatory approaches. There is, however, no consensus on the definition of patient involvement. The literature is particularly inconsistent and lacks clarity.
Introduction
Patient involvement is a trend in health-care systems worldwide. Patients and their families are increasingly asked to voice their opinion. Moreover, they take up an active role in their own care and on strategic levels such as in policy decisions. Even if not all countries proceed at the same pace in putting this trend into practice, at least the issue of involvement seems to be high on the agenda of governments and policy makers all over the world.
The current trend of patient involvement in mental health care (MHC) has had a number of contributing elements. A higher education rate paired with a higher literacy rate and the widespread availability of the Internet has led to greater information accessibility among the general population. A tendency to self-organization and self-determination has been another element, with a contiguous emphasis on empowerment, civil rights 1,2 and autonomy. The user ⁄ survivor movement was an additional impetus. 3 Several innovations in healthcare practices further paved the way: patientcenteredness, deinstitutionalization and community-based care. 4 Finally, the emergence of a market perspective in health care and a democratization tendency in the wider society 5 also induced patient involvement. All these elements led to a greater openness and respect for the voice of patients.
Research objectives
This article aims to shed light on the complex nature of patient involvement, identifying the relevant topics and proposing to link them together in a model.
Method

Literature review
We searched the relevant literature from 1 January 1998 until 11 August 2010 using the following search terms: user involvement, user participation, consumer involvement, consumer participation, patient involvement, patient participation, carer involvement, carer participation, family involvement and family participation. All search terms were combined with the terms Ômental healthÕ and ÔMHCÕ. We did not include related concepts such as recovery, shared decision making (SDM) and rehabilitation because these are outside the scope of the current study. We do consider them to be important as background concepts. Documents and articles were not retained when they dealt uniquely with learning disabilities, mental disability, ageing ⁄ elderly persons ⁄ dementia, poverty ⁄ homelessness and HIV ⁄ AIDS. Articles concerning involvement in general health care, forensic services and addiction services were retained when they discussed generic aspects of involvement. The online databases we searched were as follows: Academic Search Premier, CI-NAHL, Cochrane Library, Google scholar, JSTOR, PsycINFO, PubMed, Social Sciences Citation Index, Sociological Abstracts and Web of Science. Furthermore, some Dutch language journals (not included in the online databases) were searched manually. Lastly, we searched grey -mostly unpublished -literature, policy and legislation documents, the search engine Google, and we screened reference lists and citations of several articles, using the Ôsnow ball methodÕ.
Definition development
As part of the literature study, we developed a comprehensive definition of what patient involvement in MHC means. Hereto, we scrutinized 45 definitions of involvement (a.o. derived from [5] [6] [7] [8] [9] [10] [11] [12] [13] [14] [15] [16] [17] [18] [19] ). These descriptions were analysed using NVIVO 8, a content analysis program. We used a coding tree with the following Ôkey nodesÕ: underlying values; decision making; patient involvement considered as an objective ⁄ as a means to obtain other outcomes; target group; expertize by experience; power notions; participatory manner (e.g. active ⁄ passive, paid ⁄ voluntarily); involvement 
Use of terms
Throughout the literature, a plethora of terms is used to refer to the concept of patient involvement and its subjects. Each term has its own issues and tells something about the way the author views the person(s) involved. We use the term ÔpatientÕ to designate the person receiving MHC services. We use this term solely for reader-friendliness and want to emphasize that this does not imply that we view the patient as taking a passive role. The terms ÔinvolvementÕ and ÔparticipationÕ are used interchangeably throughout this article.
Results
As the concept of patient involvement gains momentum, involvement research and practices are appearing increasingly. There is, however, no consensus on the definition of patient involvement. A whole range of models of the concept exists and different stakeholder groups Ôunderstand and practice user involvement in different ways according to individual ideologies, circumstances and needsÕ. 20 Apart from this conceptual vagueness, there is a lack of quantitative data on involvement. 21 A few systematic reviews on the topic exist. 6,21-23 mostly considering its effects. However, their results indicate that the majority of research are case reports 6 or small-sample studies 10 and have limited generalizability. Additionally, the literature on the effects of involvement is inconsistent and lacks clarity. For example, Crawford and colleagues 6 found evidence for both positive and negative effects on patients who participate, and results regarding the effectiveness of peer delivered services remain equivocal. 8 The fact that little is known about the process of involvement further contributes to the vagueness. 7, 24 This lack of consensus is of course not specific to the body of knowledge regarding involvement, as the same is true for the concepts like health literacy, 25 selfmanagement 26 and SDM. 27 The whole picture: the model
To clarify the concept of involvement, we developed a model that captures the whole picture (Fig. 1) . The different parts of the model are discussed below. We took a whole-systems approach and created a holistic model that takes into account several aspects of involvement. The model starts at the left with an overview of the determinants of patient involvement: the factors that enhance or obstruct meaningful involvement. These determinants are thought to influence the nature and significance of the involvement processes. They include the following: (i) the communication and information provision towards patients, (ii) the attitude of health-care professionals towards patient involvement, (iii) the financial resources and time available for patient involvement, (iv) the education and support of all stakeholders regarding patient involvement, (v) the availability of procedures for involvement, and (vi) the existence of a legal framework for involvement. These determinants are well described in the literature on patient involvement, so we will not elaborate on them further. The model then goes into the essential part: the concept of involvement. When thinking about installing involvement processes or activities, the following elements should be borne in mind: the definition of patient involvement, the specificity of patient involvement in MHC, the reasons for involvement, the different perspectives on involvement, its organizational levels, the power dimension, the diversity issues, the participatory methods and three related concepts. While the process of involvement is important in itself, it is not an end goal. It is more like a means to attain positive outcomes. Consequently, the model presents the desired (short-term) outcomes of patient involvement. These entail patient empowerment, patient satisfaction, accessibility of health care, high quality of care and recovery of patients. The final part of the model is the desired long-term outcome of involvement: improved quality of life.
Definition of patient involvement
Based on our analysis of 45 definitions, we detected five key elements of patient involvement: (i) participation in decision making, (ii) the active character of involvement, (iii) involvement in a diverse range of activities, (iv) expertize by experience, and (v) collaboration with professionals. We describe each element, using illustrative citations.
Participation in decision making
Involvement implies participation in decisions, be it in oneÕs own personal care or concerning higher level policy decisions.
Participation is the involvement of many people in decisions, giving them some feeling of control or responsibility. 28 
Active involvement
Involvement is about taking up an active role, rather than merely being consulted or receiving information.
User involvement (…) is understood to mean active involvement.
29-31
Range of activities According to Anthony and Crawford, 32 patient involvement in MHC can imply several things, ranging from having a voice, having access to suitable information to sharing a set of basic values. In general, involvement can concern the following fields: planning, care delivery, evaluation, information provision, research, training and recruitment of personnel. (…) the active participation in the planning, monitoring, and development of health services of patients, patient representatives, and the wider public as potential patients.
33
Expertize by experience Perhaps this is the single most important element: the person is an expert because of his own lived experience. This expertize can (and should) be considered as a new kind of knowledge. This type of knowledge should be distinguished from the academic knowledge created by the researchers without a lived mental health experience. Traditionally, this Ôlay knowledgeÕ has been criticized as (supposedly) being biased and being the weakest form of evidence in the hierarchy of evidence. 34 However, this expertize by experience is an equally valid form of knowledge; it is merely a different knowledge perspective.
The core of service user involvement lies in the expertise by experience of the clients.
17
Collaboration with professionals Involvement in MHC implies a partnership between the receiver of the services and professional caregivers or policy makers. If all decisional power lies with the individual or patient organization, we no longer consider it as a participatory initiative, but rather as a patientcontrolled initiative.
(…) it is about being a partner in the clinical process rather than being merely compliant with the clinical decisions made by experts.
14 Based on these elements, we propose a comprehensive definition:
Patient involvement in MHC means involvement in decision making and active participation in a range of activities (e.g. planning, evaluation, care, research, training, recruitment) starting from the expertise by experience of the person, in collaboration with and as equal partners of professionals.
Specificity of patient involvement in mental health care
MHC is not the only sector in which there is a tendency to promote patient involvement.
General health care, social and welfare services and education systems are also developing involvement processes. To a large extent, these processes are similar across different types of services. For instance, psychiatric patientsÕ desire for autonomy is probably similar to that of other patient groups. 35 Nevertheless, being a patient of MHC adds some specificities. Indeed, psychiatric disorders may influence some personal features in ways that are less likely to occur in other services. The presence of a psychiatric disorder may influence the process of a personÕs involvement in two main ways: it may affect the personÕs ability to be involved and his motivation or desire to be involved. The first aspect relates to the concept of Ômental capacityÕ and mainly has to do with the decision-making component of patient involvement at the microlevel. It is well-known that psychiatric disorders may impact a personÕs ability to make rational contributions, 24 and this ability may be further affected by the use of psychiatric medication. The body of literature regarding the decisional capacity of individuals with mental disorders has accrued extensively during the last decade. 36 The most common conceptual framework is the Ôfour abilities modelÕ, 37 which posits that capacity entails the ability to express a choice about treatment; the ability to understand relevant information; the ability to appreciate the significance of that treatment information for oneÕs own situation; and the ability to reason with relevant information so as to engage in a logical process of weighing treatment options. It is obvious that the presence of a psychiatric disorder may affect each of these abilities. 38 The areas most likely to be affected include lack of insight and impaired neuropsychological functioning, thought disorder (e.g. delusions), and emotional disturbances. 39 A systematic review about mental capacity 40 showed that the main risk factors for incapacity are psychosis, illness severity, involuntary admission and treatment refusal. It has indeed been proven that individuals with e.g. schizophrenia 36 and depression 38 demonstrate deficits in understanding and are thus vulnerable to making poor decisions.
Patient involvement in mental health care, E Tambuyzer, G Pieters and C Van Audenhove The second aspect that may be influenced by a psychiatric disorder is a personÕs motivation to become involved, be it in his own treatment or at collective levels such as in policy-making. Especially in the case of affective disorders, anhedonia and passivity are likely to affect the personÕs motivation to engage in participation processes. The impact of this aspect on involvement has been substantially less researched and needs further investigation.
While a personÕs involvement may be complicated by the presence of a psychiatric disorder, this does not mean that involvement of individuals with psychiatric disorders is infeasible. The majority 40 has sufficient decisional capacity and is ready to participate, 41 and the abilities of those deemed incapable can be significantly enhanced through educational interventions. 36, 38 Furthermore, eliciting the patientsÕ preferences 42 and requests for care 43 that the process of deliberation and the act of decision determination need to be distinguished: although someone might not be capable of making autonomous decisions, it is still valuable to offer options and ask for opinions.
Reasons for involvement
Advocates of patient involvement quote different arguments, which can be divided in four main groups. The first (arguably most prevalent) set of arguments is principle based. 46 These arguments are mostly ethical and relate to ideas of democracy, citizenship and human rights. 47 The general idea is that patient involvement is Ôthe right thing to doÕ and that it is a fundamental citizenÕs right. 48 A second line of reasoning claims that patient involvement has a therapeutic value. 47, 49, 50 It is said to contribute to the empowerment, 16, 46, [51] [52] [53] quality of life 54 and recovery of patients. Besides, it has a positive influence on their satisfaction and health. 55 A third set of arguments states that patient involvement enhances the quality MHC in several ways. 14, 49, 54 It is argued that patient involvement renders MHC more responsive to the needs of the public. 50 Furthermore, it is believed to become more accessible as a consequence. 56 The last line of reasoning is actually a tokenistic one: here, patient involvement is implemented for political reasons. 47 Patient involvement is then advocated to meet governmental or funding requirements or because it is thought to increase the initiativeÕs legitimacy.
Perspectives on involvement
Related to the arguments for involvement are the different perspectives on patient involvement in MHC. Throughout the years, a shift in perspective occurred, although the earlier perspectives are sometimes still endorsed. The paternalistic perspective was the predominant view until the eighties. 57 This perspective assumes patients to take a passive role, while doctors and other professionals are regarded as experts. Decisions are often made without consulting the patient, who also has no access to medical information. 58 The guiding principle in this perspective is Ôthe doctor knows bestÕ. Patient involvement is consequently virtually non-existent. This perspective might, however, still be useful under certain circumstances (such as crisis situations) to be able to offer effective help. 59 Furthermore, not all patients want to be involved to the same extent. 60 Some are willing to discuss treatment options, but prefer the professional to decide for them. This attitude needs to be respected, but it should be checked that it does not result out of a lack of information or skill. A second widespread view on involvement is the market perspective, 5 which consists of two lines of reasoning. The first line is the so-called consumerism that strives to increase the choices patients have while deciding upon a certain service. Empowerment is one of its core concepts. The second line concerns consumer solutions, which are techniques derived from the commercial world aimed at improving the responsiveness of services to the needs of patients. In practice, the tenors are closely linked. While patients have freedom of choice in the market perspective, they are not able to decide upon the contents of the services, they only evaluate the output. This is the great difference with the democratic perspective, in which patients can decide upon the contents of the services. 5 Within this perspective, citizens are involved in the decision making. Basic values include human rights, citizenship and empowerment and include a focus on the therapeutic value of involvement. As the millennium, a new model has gained importance: the stakeholder perspective, which is essentially an adaptation of the market perspective. It claims that MHC reaches its highest quality when the opinion of key figures and stakeholders (patients, professionals, the general public and the government) is actively sought and taken into account. 61 The power imbalance between the different parties is accepted as a reality, contrasting the democratic perspective which questions this imbalance.
Organizational levels of involvement
Involvement takes place at different organizational levels of care. 19 First of all, involvement can occur on the micro-or individual level. This implies, for example, participation in decisions concerning a personÕs own care plan, choice of therapist or treatment choice. A second level of involvement is the meso-or health-care service level. An example of this is patient representation in the board of advisors of a care institution. Representation may be realized by individual patients or by delegates of patient associations. A third level is the macro-or policy level. Here, involvement means co-deciding upon MHC policy. An example of involvement in this context is implying patient associations when developing new policies or legislation. In addition to the micro-, meso-and macro-level, we propose a meta-level, including research and education concerning involvement. Indeed, patients and their families can have a valuable role in the education of, e.g., health professionals and in MHC research, because of their lived experience. Figure 2 gives an overview of the different levels and some examples for each one. In general, the dynamic interplay between the different levels is important to acknowledge: they are not isolated from each other, but rather they exert mutual influence. 62 An example is that patient involvement in MHC policies (macrolevel) may influence involvement possibilities at the micro-level.
The power dimension
At all levels, the degree of involvement can vary strongly, based on the decisional power of the person. Power is an important concept in theory-building around patient involvement and surely also in MHC. One of the key elements is after all participation in decision making, which is merely possible if one is able to exert influence and thus possesses a certain amount of power. 5 The degree of decisional power for patients in MHC ranges from mere information and consultation to real decision-making power. This variation is often described by means of a Ôpar-ticipation ladderÕ. A crucial element of these ladders is the power position of all persons implied. Several ladders of involvement exist, all more or less based on the basic model of Arnstein. 63 Her ladder starts with Ônon-participationÕ and therapy, where the person has no decisive power whatsoever. Steps three to five are tokenistic forms of involvement. Here, the person is informed and listened to, but his opinion is not always taken into account. From stage six on, patients are able to negotiate along with the other parties involved. At the final stages, patients have the largest part or all of the decisive power. A whole range of adaptations to this original ladder exists, aimed at different target groups and with different accents. Common to all, the ladders is the underlying power notion and the stepwise evolution.
There are a number of criticisms of the ladders. A frequently named critique is that they do not do justice to the complexity of involvement. 64, 65 The ladders tend to ignore several aspects of involvement by simply focusing on the decisional power dimension, while involvement is a multidimensional concept. Furthermore, most ladders are only outcome-directed and do not take the involvement processes into account. 65 Such an approach ignores the different ways in which involvement can occur, as well as its success and impeding factors. As Radermacher and colleagues 62 state, Ôvarious models have been useful for understanding types of participation, but are less useful for understanding its processesÕ. Finally, most models implicitly assume that involvement should always be aimed at the highest stage. 66 At the micro-level, an initiative is, however, not necessarily inferior because it only reaches the information or consultation level. Possibly, higher levels are not feasible or desirable. For example, a person may be acutely ill, very young or he ⁄ she may not desire to be implicated in the decision process.
Patients also differ in their participation preferences. 66 Some patients wish to discuss treatment options, but choose to leave all decisional power to the health-care professional. Furthermore, a previous study 67 suggests that although many patients want to be involved in the decision making, they usually have no desire to take complete control over treatment decisions. In general, it is suggested that offering more rather than less involvement possibilities is the best choice when no information about patientsÕ preferences is available. 68 At the meso-and macro-level, however, systematic involvement should be an ethical choice of institutions and boards, aiming at real decisional power of patients and their representatives.
Diversity issues
Patients are not a homogenous group. Rather, several subgroups exist, which are important to take into account as the involvement differs according to the target group in question. First, patients as well as family carers can be involved. Dependent on the subject, different needs, perspectives and implications arise. It is often implicitly assumed that patients and carers have the same needs and can thus be reached through the same initiatives. Yet, this assumption is incorrect. 69, 70 In fact, they often have conflicting agendas and different needs 71 and it is inherently difficult to empower both groups at the same time. 72 Empowerment of one group frequently leads to disempowerment of the other group. Second, within the group of patients itself, large differences exist concerning ethnicity, age, pathology, decisional capacity and so forth. Involvement processes should thus be adapted to the specific target group.
Participatory methods
Several participatory methods have been developed over the years. Examples of this are participatory action research, patient panels, SDM and focus groups. These techniques can be classified as indirect (e.g. questionnaires, focus groups) or direct (e.g. SDM, representation in official bodies). 73 The first, indirect form of involvement is actually not considered to be real involvement, 58 but given the context and goal of the involvement, it can be an efficient way to obtain patientsÕ views. Referring to the diversity issues discussed above, the chosen participatory method should fit the needs of the persons involved. For example, the involvement of children with behavioural problems will require quite different methods than the involvement of adults with a bipolar disorder. Consequently, when thinking about installing involvement processes, the chosen techniques should be tailored to the target group as well as to the goal of the involvement activity.
Formality of involvement
A minor but still defining element of involvement is the formality of involvement processes. This can often be seen through its duration: is the involvement activity structurally organized, i.e., does it occur at regular intervals? Or is it rather a spontaneous, one-off event? This dimension co-determines the outcomes and forms involvement can take. It influences the resources and time invested and the perceived legitimacy of the initiative. Structural involvement may be promoted through three main channels. First of all, policy requirements such as patient representation in decisional bodies and the existence of patient councils may be an impetus. Protocols, guidelines and vision statements emphasising involvement are another way to formalize involvement. An example is the Dutch obligation that treatment guidelines should Ôreflect patientsÕ preferencesÕ 74 and the consequence that patients are represented in the guideline development working parties. Furthermore, international treatment guidelines increasingly advocate patientsÕ involvement in drug decisions. 75, 76 A third kind of involvementpromoting procedures pertain to the routine application of shared decision-making techniques, decision-aids and other participationfacilitating techniques.
Related concepts: empowerment, shared decision making and recovery
The concept of patient involvement is related to many other notions such as empowerment, recovery, SDM, autonomy, patient-centeredness and so on. We describe three concepts that are most relevant in the involvement context: empowerment, recovery and SDM. While these concepts are closely related to the involvement concept, the four concepts ought to be distinguished.
Empowerment WHOÕs 77 definition of empowerment is: ÔEmpowerment refers to the level of choice, influence and control that users (...) can exercise over events in their lives.Õ The power notion is thus a defining characteristic of empowerment. In the literature, it is furthermore said that Ôpower, by its very nature, is gained or lost, not given. Power that is given is actually a subtle form of control (...)Õ. 78 Consequently, patients cannot be empowered by professionals. Empowerment is a personal process and professionals can only enable environments wherein empowerment is more likely to occur. The concepts of empowerment and patient involvement are related in two ways. First, the power notion is a defining element of both concepts. Next, involvement has an empowering effect. Involvement is related to a strength-based approach on health-care delivery: 79 it appeals to the competences of patients rather than to their problems, as is the case for empowerment. The literature also shows that practically every kind of involvement is empowering. 16, [51] [52] [53] Consequently, we assume empowerment to be a possible outcome of involvement (see Fig. 1 above) . Empowerment is an overarching concept that is broader than involvement. It can emerge through many other pathways than solely through that of involvement.
Shared decision making
A second related concept is SDM. This is an interactional process in which at least two parties are involved: minimally the health-care provider and the patient. Both parties are considered experts 80 and have Ôdifferent but equivalent contributionsÕ. 81 The health-care provider brings medical and technical knowledge about the health problem, while the patient is an expert in his own experiences of the illness, as well as in his needs, values and preferences. Both parties engage in the decision-making process and negotiate a decision upon which they both agree. 
Discussion
Our literature review shows that patient involvement is a complex, multi-layered and multi-dimensional concept. Three main problems exist in the literature about the concept. First, there is a proliferation of conceptualizations of the topic, leading to indistinctness and inconsistency. Apart from this conceptual vagueness, there is a lack of quantitative data on patient involvement. Although a few systematic reviews on the topic exist, the majority of research concerns case reports and has limited generalizability. A third problem relates to the lack of research concerning certain aspects of involvement. For instance, the involvement of specific groups of patients remains underexposed. Involvement of children, for example, will run quite differently than involvement of adults. People from racial and ethnic minority communities are another specific target group, as are elderly persons and persons with mental and physical disabilities. Another underexposed matter concerns practical ways to shape involvement processes to obtain satisfactory, positive results and experiences for all involved parties. After all, truly positive involvement experiences remain quite scarce despite many efforts. A plethora of barriers hinders successful instances of patient involvement, e.g., tokenism, lack of information provision, medical jargon, representativeness issues. Given these barriers and in view of the frequent resistance towards the implication of patients into decision making, it seems that patient involvement remains a delicate topic. Future studies should focus at investigating practical ways to counter the barriers. This article is an attempt to bring order into the described conceptual vagueness in the literature concerning involvement. We propose a comprehensive, value-based definition that captures different dimensions of the concept. Additionally, this article makes a start with identifying the factors that contribute to successful involvement, structured by a comprehensive model. Many other models, such as the wide range of participation ladders, only take into account one or some of the important dimensions of involvement (e.g. degree of decision-making power). We consider all of them, including the determinants and outcomes. By being aware of all relevant aspects, one can also take into account all these factors while planning and developing involvement opportunities. It offers some kind of Ôcheck listÕ with different targets to consider. The model is currently being tested in a study concerning involvement possibilities of patients in care networks for persons with serious and persistent mental illness.
While not yet empirically tested, our model can serve as a mirror to reflect upon involvement practices. It helps to identify the enabling and constraining factors and -most importantly -it reminds us that each involvement activity should be adapted and tailored to the specific target 
Conclusion
We presented an overview of the concept of patient involvement by taking into account its determining factors, defining factors and desired outcomes. This overview was structured through a comprehensive, value-based model and definition. The model can be a guide to mirror and optimize current and future involvement activities.
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